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National Minority Health MonthNational Minority Health Month
In 1914, Dr. Booker T. Washington, innovator, educator, In 1914, Dr. Booker T. Washington, innovator, educator, 
health advocate, and most notably known as founder, health advocate, and most notably known as founder, 
president of Tuskegee University, he with the collective president of Tuskegee University, he with the collective 
and individual efforts of other African American leaders and individual efforts of other African American leaders 
who recognized the link between health, and social and who recognized the link between health, and social and 
economic well being, initiated Negro Health Improvement economic well being, initiated Negro Health Improvement 
Week, which later became National Negro Health Week, Week, which later became National Negro Health Week, 
April 1915, and then National Negro Health Movement.April 1915, and then National Negro Health Movement.

In October 2002, the 107th Congress passed a joint In October 2002, the 107th Congress passed a joint 
resolution (H.Con. Res. 388) to establish a National resolution (H.Con. Res. 388) to establish a National 
Minority Health and Health Disparities Month. This joint Minority Health and Health Disparities Month. This joint 
resolution reinvigorated health organizations and resolution reinvigorated health organizations and 
advocates nationally and locally to eliminate health advocates nationally and locally to eliminate health 
disparities among vulnerable populations much like the disparities among vulnerable populations much like the 
movement in the early 1900movement in the early 1900’’s.s.
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Shirley ChisholmShirley Chisholm

Age:  80 

Mrs. Chisholm, and her obituaries 
inevitably led, as she knew they 
would, with her litany of firsts -- first 
black woman in the House, first 
black woman to seek a major party 
presidential nomination. 

Cause of Death:  

Politics 

November 30, 1924 – January, 01, 2005
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OssieOssie DavisDavis

Age:  87

Actor Ossie Davis, who pioneered roles for 
African Africans in a stage and screen 
career that spanned more than 50 years.   
At the time of his death, the actor had been 
shooting the film "Retirement.“

Cause of Death: Natural Causes 

Actor, Writer, Director and Social Activist 

December 18, 1917 – February 04, 2005
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Johnnie Cochran JrJohnnie Cochran Jr..
Law 

October 02, 1937 – March 29, 2005

Age:  67

Johnnie Cochran Jr., an attorney who 
rose to fame when he helped win an 
acquittal for O.J. Simpson in a double-
murder trial.  

Cause of Death:  Brain Tumor 
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Ronald Winans

Age:  48

Ronald Winans, a Grammy-
winning member of The Winans
and of gospel's first family. 

Cause of Death:  Heart Attack

Gospel Singer

June 30, 1956 – June 17, 2005
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Renaldo "Renaldo "ObieObie" " 
BensonBenson

Age:  69

Renaldo "Obie" Benson was an African-American 
soul and R&B singer and songwriter. He was best 
known as a member of Motown group The Four 
Tops. His last performance as a Four Top was on 
April 8, 2005 live on Late Night with David 
Letterman.

Cause of Death:  Lung Cancer 

Entertainment 

June 14, 1936 – July 1, 2005

Copyright Copyright ©© 2006 by USU Center for Health Disparities Research and Educatio2006 by USU Center for Health Disparities Research and Educationn



Luther Luther VandrossVandross

Age: 54 

Grammy award winner Luther Vandross, 
whose deep, lush voice on such hits as 
"Here and Now" and "Any Love" sold more 
than 25 million albums while providing the 
romantic backdrop for millions of couples 
worldwide.

Cause of Death: Heart Attack/Stroke

Music

April 20, 1951 – July 01, 2005
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John H. JohnsonJohn H. Johnson

Age:  87

Publisher John H. Johnson, whose Ebony 
and Jet magazines countered 
stereotypical coverage of blacks after 
World War II and turned him into one of 
the most influential black leaders in 
America.

Cause of Death: Heart Failure

Publishing, Business 

January 19, 1918 – August 08, 2005
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Brock PetersBrock Peters

Age:  78

Actor Brock Peters, best known for his 
heartbreaking performance as the black man 
falsely accused of rape in "To Kill a Mockingbird." 

Cause of Death:  Pancreatic Cancer 

Entertainment

July 02, 1927 – August 23, 2005
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NipseyNipsey RussellRussell
Entertainment

October 13, 1924 – October 02, 2005

Age:  80

Nipsey Russell, who played the 
Tin Man alongside Diana Ross 
and Michael Jackson in "The 
Wiz" as part of a decades-long 
career in stage, television and 
film.

Cause of Death:  Cancer
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August WilsonAugust Wilson

Age:  60 Age:  60 

Mr. Wilson was a Pulitzer PrizeMr. Wilson was a Pulitzer Prize--winning winning 
American playwright.  His singular American playwright.  His singular 
achievement and literary legacy is a cycle of achievement and literary legacy is a cycle of 
ten plays, each set in a different decade, ten plays, each set in a different decade, 
depicting the comedy and tragedy of the depicting the comedy and tragedy of the 
AfricanAfrican--American experience in the 20th American experience in the 20th 
century.century. Wilson's most famous plays are 
Fences, The Piano Lesson , Ma Rainey's 
Black Bottom, and Joe Turner's Come and 
Gone.

Cause of Death: Liver CancerCause of Death: Liver Cancer

Theater

April 27,1945 – October 02, 2005
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Rosa ParksRosa Parks
Social Activist 

February 04, 1913 – October 24, 2005

Age:  92

Rosa Lee Parks, whose refusal to give up 
her bus seat to a white man sparked the 
modern civil rights movement.

Cause of Death:  Natural Causes
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Richard PryorRichard Pryor

Age:  65

Richard Pryor, considered one of the 
greatest, most influential comics of all time, 
showcased his skills in a trio of award-winning 
concert films--Richard Pryor Live in Concert, 
Richard Pryor Live on the Sunset Strip and 
Richard Pryor Here and Now --and starred in more 
than 30 films, including Silver Streak, Uptown 
Saturday Night, Stir Crazy and the 
autobiographical comedy-drama Jo Jo Dancer, 
Your Life Is Calling.

Cause of Death: Heart Attack                           
(Multiple Sclerosis)

Actor-Comedian 

December 01, 1940 – December 10, 2005
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Lou RawlsLou Rawls

Age: 72

Lou Rawls, who earned fame with his glorious 
voice and respect through his prodigious 
fundraising for the United Negro College 
Fund.  

Starting as a church choir boy, Rawls 
ultimately applied those silky tones to a 
variety of musical genres and more, including 
movies, TV shows and commercials.

Cause of Death:  Cancer 

Social Activist, Music 

December 01, 1933 – January 06, 2006
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Wilson PickettWilson Pickett

Age: 64

Alabama native and veteran soul singer 
Wilson Pickett, famed for his trademark 
screams, flaming delivery and 
flamboyant costumes, and known for 
such hits as "Mustang Sally" and "In the 
Midnight Hour.“

Cause of Death:  Heart Attack

Music 

March 18, 1941 – January 19, 2006
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FayardFayard NicholasNicholas

Age: 91

Fayard Nicholas, who with his brother 
Harold wowed the tap dancing world with 
their astonishing athleticism and who 
inspired generations of dancers, from 
Fred Astaire to Savion Glover.

Cause of Death: Pneumonia/ 
complications of a Stroke

Entertainment 

October 20, 1914 – January 24, 2006
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CorettaCoretta Scott Scott 
KingKing

Age:78

Coretta Scott King, who surged to the 
forefront of the fight for racial equality 
after her husband Martin Luther King Jr. 
was murdered in 1968.

Cause of Death: Stroke/Heart Attack/ 
Ovarian Cancer

Social Activist

April 27, 1927 – January 30, 2006
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Ask YourselfAsk Yourself
Are these Faces of DisparityAre these Faces of Disparity
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Defining DisparitiesDefining Disparities……
The term The term ““racial and ethnic health disparitiesracial and ethnic health disparities”” is an is an 

umbrella term that includes disparities in umbrella term that includes disparities in healthhealth and and 
disparities in disparities in health carehealth care. . 

Disparities in healthDisparities in health: differences between two or more : differences between two or more 
population groups in health outcomes and in the population groups in health outcomes and in the 
prevalence, incidence, or burden of disease, disability, prevalence, incidence, or burden of disease, disability, 
injury, or death.injury, or death.

Disparities in health care: Disparities in health care: differences between two or differences between two or 
more population groups in health care access, more population groups in health care access, 
coverage, and quality of care, including differences in coverage, and quality of care, including differences in 
preventive, diagnostic, and treatment services. preventive, diagnostic, and treatment services. 
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……Defining Health DisparitiesDefining Health Disparities

Institute of Medicine (IOM)Institute of Medicine (IOM)
–– racial or ethnic differences in the quality of racial or ethnic differences in the quality of 

healthcare that are not due to access related healthcare that are not due to access related 
factors or clinical need.factors or clinical need.

Synonyms for disparity Synonyms for disparity 
inequality, unlikeness, disproportion or                 inequality, unlikeness, disproportion or                 
difference.difference.

(National Health Care Disparities Report(National Health Care Disparities Report--Executive Summary)Executive Summary)
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Racial and Ethnic Health DisparitiesRacial and Ethnic Health Disparities

The problem of racial and ethnic The problem of racial and ethnic 
health disparities has been well health disparities has been well 
documented, leading the U.S. documented, leading the U.S. 
Department of Health and Human Department of Health and Human 
Services (HHS) to make eliminating Services (HHS) to make eliminating 
health disparities by 2010 a national health disparities by 2010 a national 
goal.goal.

Copyright Copyright ©© 2006 by USU Center for Health Disparities Research and Educatio2006 by USU Center for Health Disparities Research and Educationn



……Racial and Ethnic Health DisparitiesRacial and Ethnic Health Disparities……

Socially and economically challenged Socially and economically challenged 
persons are often at a disadvantage to persons are often at a disadvantage to 
access health information, including end of access health information, including end of 
life education, and they often die in pain and life education, and they often die in pain and 
suffer needlesslysuffer needlessly

America has a responsibility to all its peopleAmerica has a responsibility to all its people
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ALL Americans have a ALL Americans have a rightright to to 
compassionate, quality end of life carecompassionate, quality end of life care

Age, gender, socioeconomic status, sexual Age, gender, socioeconomic status, sexual 
orientation, ethnicity, culture, diagnosis or orientation, ethnicity, culture, diagnosis or 
prognosis should not interfere with that prognosis should not interfere with that rightright

……Racial and Ethnic Health DisparitiesRacial and Ethnic Health Disparities
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Benefits of Cultural CompetenceBenefits of Cultural Competence……

Health Professional Organizations and Health Professional Organizations and 

State Laws Require for CME State Laws Require for CME 

RequirementsRequirements

Patients feel empowered and respectedPatients feel empowered and respected

Patients have increased awareness of Patients have increased awareness of 

proposed medical treatments and proposed medical treatments and 

available optionsavailable options
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Benefits of Cultural CompetenceBenefits of Cultural Competence

Patients from various cultural groups Patients from various cultural groups 

are more willing to seek and receive are more willing to seek and receive 

appropriate care, thus reducing health appropriate care, thus reducing health 

disparitiesdisparities

Patients report greater satisfaction with Patients report greater satisfaction with 

the health care systemthe health care system
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Cardiac Disease
Cancer Screening and Management
Diabetes
HIV Infections/AIDS
Immunizations
Infant mortality

Minority Populations are 
Disproportionately Affected
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Racial and Ethnic Influences on Racial and Ethnic Influences on 
EndEnd--ofof--Life PreferencesLife Preferences

Reluctance of blacks Reluctance of blacks 
and Hispanics to use and Hispanics to use 
hospicehospice services services (8% AA)(8% AA)

Reluctance of blacks Reluctance of blacks 
and Hispanics to and Hispanics to 
complete advance complete advance 
directivesdirectives (20% generally)(20% generally)

Reluctance of blacks Reluctance of blacks 
and Hispanics to and Hispanics to 
withdraw lifewithdraw life--
sustaining treatmentsustaining treatment

Race/ethnicity is a predictor of Race/ethnicity is a predictor of 
end of life decisionend of life decision--making making (even (even 
when adjust for demographic and socioeconomic when adjust for demographic and socioeconomic 
status)status)

Black physicians remained more Black physicians remained more 
likely than nonlikely than non--Hispanic whites Hispanic whites 
to choose aggressive treatment to choose aggressive treatment 
options (Mebane, 1999)options (Mebane, 1999)

Religion/religiosity/spirituality Religion/religiosity/spirituality 
associated with measures to associated with measures to 
prolong life, reluctance to prolong life, reluctance to 
withdraw life support, and withdraw life support, and 
disapproval of assisted suicidedisapproval of assisted suicide

Women are more likely to Women are more likely to 
experience more pain and be experience more pain and be 
undertreatedundertreated for pain.for pain.

Women are less likely than men Women are less likely than men 
to prefer and receive aggressive to prefer and receive aggressive 
treatment at the end of lifetreatment at the end of life
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Barriers to Palliative and Barriers to Palliative and 
EndEnd--ofof--Life Care...Life Care...

History and HeritageHistory and Heritage
–– Legacy of slaveryLegacy of slavery
–– Abuses in medical experimentationAbuses in medical experimentation
–– Economic InjusticesEconomic Injustices
–– Racial profiling practicesRacial profiling practices
–– Disproportionate numbers of incarcerationDisproportionate numbers of incarceration
–– Societal and ethical misconductSocietal and ethical misconduct
–– General loss of credibility of institutions General loss of credibility of institutions 

Crawley L, Payne R, Bolden J, Payne T, Washington P, Williams S. Palliative and end-of-life care in the 
African American community. Journal of the American Medical Association. 2000; 284(19): 2518-2521.
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...Barriers to Palliative and ...Barriers to Palliative and 
EndEnd--ofof--Life Care...Life Care...

Religion and SpiritualityReligion and Spirituality
–– Pain and suffering is to be endured as part of a Pain and suffering is to be endured as part of a 

spiritual commitment.spiritual commitment.
–– Many AfricanMany African--Americans believe that suffering Americans believe that suffering 

is redemptive. is redemptive. 
–– To avoid suffering could be seen as failing a To avoid suffering could be seen as failing a 

““test of faithtest of faith”…”… because the experience is being because the experience is being 
sent by God to test onesent by God to test one’’s faith.s faith.

–– Nobility of suffering (struggle and survival).Nobility of suffering (struggle and survival).
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...Barriers to Palliative and ...Barriers to Palliative and 
EndEnd--ofof--Life Care...Life Care...

Breach of TrustBreach of Trust
–– The bioethics and medical literature suggest that The bioethics and medical literature suggest that 

cultural mistrust is a major factor in advance care cultural mistrust is a major factor in advance care 
planning for African Americans.planning for African Americans.

–– These conclusions are unsubstantiatedThese conclusions are unsubstantiated……more research more research 
must be done.must be done.

–– Individuals and institutions must work toward change to Individuals and institutions must work toward change to 
ensure that minority patients begin to trust. ensure that minority patients begin to trust. 
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……Barriers to Palliative and EndBarriers to Palliative and End--
ofof--Life CareLife Care……
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...Barriers to Palliative and ...Barriers to Palliative and 
EndEnd--ofof--Life Care...Life Care...

EducationEducation
–– African Americans like the general population lack African Americans like the general population lack 

knowledge about the kind of care offered through knowledge about the kind of care offered through 
palliative or hospice programs.palliative or hospice programs.

–– Physicians lack knowledge of the range of issues Physicians lack knowledge of the range of issues 
related to palliative and endrelated to palliative and end--ofof--life care.life care.

–– African American physicians care for more minority African American physicians care for more minority 
patients than than do other physicians and this impacts patients than than do other physicians and this impacts 
upon the community in which it serves.upon the community in which it serves.
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...Barriers to Palliative and ...Barriers to Palliative and 
EndEnd--ofof--Life Care...Life Care...

EducationEducation
–– Clergy lack knowledge of the range of issues related to Clergy lack knowledge of the range of issues related to 

palliative and endpalliative and end--ofof--life care.life care.
–– Clergy are often called to assist members with death Clergy are often called to assist members with death 

and dying; however, they lack the skills  to help family and dying; however, they lack the skills  to help family 
make treatment decisions that are deemed aggressive, make treatment decisions that are deemed aggressive, 
intrusive and futile.intrusive and futile.

–– Clergy education may help foster effective partnerships Clergy education may help foster effective partnerships 
with physicians and other health care professionals.with physicians and other health care professionals.
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Patient Centered Decision Making
(Advance Care Planning)
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What are What are 
Advance Directives?...Advance Directives?...

Advance directives are legal documents in Advance directives are legal documents in 
which you give oral and written instructions which you give oral and written instructions 
about your health care if, in the future, you about your health care if, in the future, you 
become unable to speak for yourself.  become unable to speak for yourself.  
Each state regulates the use of advance Each state regulates the use of advance 
directives differently. directives differently. 
Advance directives should only be used when it Advance directives should only be used when it 
is determined that the individual is incompetent is determined that the individual is incompetent 
or lacks decision making capacity.or lacks decision making capacity.
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Definitions and Benefits of Advance Definitions and Benefits of Advance 
Care PlanningCare Planning

Definitions: Definitions: 
Process of planning for Process of planning for 
future medical carefuture medical care
Values and goals are Values and goals are 
explored and  explored and  
documenteddocumented
Determine proxy Determine proxy 
decision makerdecision maker
Professional, legal Professional, legal 
responsibilityresponsibility

Benefits:Benefits:
Increased trust Increased trust 
towards the health towards the health 
care providercare provider
Reduced uncertaintyReduced uncertainty
Less confusion and Less confusion and 
conflictconflict
Peace of mindPeace of mind
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Types of Advance DirectivesTypes of Advance Directives……

Living WillLiving Will
Durable Power of Attorney for Durable Power of Attorney for 
Health Care (i.e., Health Care (i.e., health care proxy, health care proxy, 
health care agent, attorneyhealth care agent, attorney--inin--fact, or fact, or 
surrogate) surrogate) 
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Gloria RamseyGloria Ramsey
NurseNurse--AttorneyAttorney

Uniformed Services University of the Health Sciences, MarylandUniformed Services University of the Health Sciences, Maryland
Formerly, NYU Division of Nursing, New YorkFormerly, NYU Division of Nursing, New York

A Durable Power of A Durable Power of 
Attorney for Health Attorney for Health 
Care names a person to Care names a person to 
make decisions when make decisions when 
you are unable to.you are unable to.

A Living Will provides A Living Will provides 
instructions on paper to instructions on paper to 
providers.providers.
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Statutory Variations in Statutory Variations in 
Advance DirectivesAdvance Directives

Both federal and state laws govern the use of advance Both federal and state laws govern the use of advance 
directivesdirectives
Federal law is 1990 enacted the Patient Self Federal law is 1990 enacted the Patient Self 
Determination Act (PSDA)Determination Act (PSDA)
All 50 states and DC have laws authorizing use of All 50 states and DC have laws authorizing use of 
advance directivesadvance directives
Laws vary from state to stateLaws vary from state to state
Obtain state specific forms: Obtain state specific forms: 

www.www.caringinfocaringinfo.org.org
www.nhpco.orgwww.nhpco.org
11--800800--658658--8898 8898 
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Other documents that embraces the Other documents that embraces the 
spirit ofspirit of

Advance DirectivesAdvance Directives
Verbal statementsVerbal statements

Personal letter or value statement indicating Personal letter or value statement indicating 
preferencespreferences

Documents developed to address values and are Documents developed to address values and are 
legally binding (i.e, Five Wishes)legally binding (i.e, Five Wishes)
www.www.agingwithdignityagingwithdignity.org.org

Do Not Hospitalize or Do Not Transfer OrdersDo Not Hospitalize or Do Not Transfer Orders
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CULTURAL DIFFERENCESCULTURAL DIFFERENCES

Dying is an event Dying is an event 
that is deeply that is deeply 
influenced byinfluenced by
cultural mores cultural mores 

and and 
practicespractices
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BethshebaBethsheba JohnsonJohnson
Nurse PractitionerNurse Practitioner

Luck HIV/AIDS Care Center, IllinoisLuck HIV/AIDS Care Center, Illinois

African American African American 
Patients are Patients are 
suspicious of Advance suspicious of Advance 
directives.directives.
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6 steps for successful advance 6 steps for successful advance 
care planningcare planning

1. Why the topic 1. Why the topic 
2.2. Introduce the topicIntroduce the topic
3.3. Engage in structured discussionsEngage in structured discussions
4.4. Document patient preferencesDocument patient preferences
5.5. Review, updateReview, update
6. 6. Apply directives when need arisesApply directives when need arises
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Step 1: Why the topicStep 1: Why the topic……

Explain that you discuss advance Explain that you discuss advance 
directives and advance care directives and advance care 
planning with ALL patients.planning with ALL patients.
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Richard PayneRichard Payne
PhysicianPhysician

Duke Center Care at the End of Life/Duke Center Care at the End of Life/
CoCo--Founder Initiative to Improve Palliative Care for Founder Initiative to Improve Palliative Care for 

African Americans, North CarolinaAfrican Americans, North Carolina

African American and African American and 
Latino patients know Latino patients know 
that they can be that they can be 
treated differently in treated differently in 
the health care the health care 
system.system.
““Are you talking to Are you talking to 
Mrs. Sally down the Mrs. Sally down the 
hall about this?hall about this?””
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……Step 1: Why the topicStep 1: Why the topic
Tell patient they are not dying, if they are notTell patient they are not dying, if they are not
Allow time to process information Allow time to process information 
Tell patient they have time to think about it and do Tell patient they have time to think about it and do 
not have to make a decision that momentnot have to make a decision that moment
Allow time to build trustAllow time to build trust
Address issues of cultural paranoia and distrustAddress issues of cultural paranoia and distrust
Explore and discuss cultural values and behaviorsExplore and discuss cultural values and behaviors
Discuss effects of not making a decision Discuss effects of not making a decision 
(Rx, family)(Rx, family)
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Step 2: IntroduceStep 2: Introduce
the topicthe topic……

Be straightforward and routineBe straightforward and routine
Be prepared to introduce and reintroduce topic Be prepared to introduce and reintroduce topic 
over timeover time
Identify a health care professional of the same Identify a health care professional of the same 
race to speak with patient and family, when race to speak with patient and family, when 
possiblepossible
Health care professionals should be sensitive to Health care professionals should be sensitive to 
the cultural values, beliefs and perceptions of the the cultural values, beliefs and perceptions of the 
patient and familypatient and family
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Edwina TaylorEdwina Taylor
Nurse Practitioner  Nurse Practitioner  

Balm in Gilead Cooper Green Hospital, AlabamaBalm in Gilead Cooper Green Hospital, Alabama

Advance Directives Advance Directives 
are hard to get are hard to get ––
““I look like a white I look like a white 
woman trying to rush woman trying to rush 
you to your death you to your death ––””
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……Step 2: IntroduceStep 2: Introduce
the topicthe topic

Determine patient familiarityDetermine patient familiarity
Explain the processExplain the process
Determine comfort levelDetermine comfort level
Determine health care proxy, if anyDetermine health care proxy, if any
Determine person who makes decisionsDetermine person who makes decisions
Revisit the process as often as neededRevisit the process as often as needed
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Mrs. Ginger BryantMrs. Ginger Bryant
OnlokOnlok Senior Center ClientSenior Center Client
San Francisco, CaliforniaSan Francisco, California

She knows she She knows she 
““doesndoesn’’t want all those t want all those 
tubes in her.tubes in her.””

She doesnShe doesn’’t have a t have a 
formal advance formal advance 
directive.directive.
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Howard SpillerHoward Spiller
Chicago, IllinoisChicago, Illinois

Placing Advance Care Placing Advance Care 
planning on the planning on the 
““problem listproblem list”” and and 
reviewing it in regular reviewing it in regular 
clinical sessions clinical sessions 
improves the process improves the process 
and allows patients to and allows patients to 
exercise autonomy.exercise autonomy.
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Advance Care Planning Advance Care Planning 
Includes Informed ConsentIncludes Informed Consent

Nature of the illnessNature of the illness

Recommended treatmentRecommended treatment

Reasonable alternativesReasonable alternatives

Chance of each alternative achieving its Chance of each alternative achieving its 
intended goalintended goal

Burdens, benefits of each alternativeBurdens, benefits of each alternative
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Step 3: Engage in Structured Step 3: Engage in Structured 
DiscussionsDiscussions

Proxy decision maker(s) presentProxy decision maker(s) present
Describe scenarios, options for careDescribe scenarios, options for care
Elicit patientElicit patient’’s values, goalss values, goals
Allow time for discussion Allow time for discussion 
Be available to answer questionsBe available to answer questions
Check for inconsistencies and issues Check for inconsistencies and issues 
that need clarificationthat need clarification
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Sydney Sydney WeinstienWeinstien
Family Caregiver/BeauticianFamily Caregiver/Beautician--Business OwnerBusiness Owner

San Francisco, CaliforniaSan Francisco, California

I see (Advance I see (Advance 
Directives) as a guide Directives) as a guide 
for my daughter.for my daughter.

Daughters are often Daughters are often 
time the child most time the child most 
relied upon.relied upon.
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Role of the Role of the 
Health Care ProxyHealth Care Proxy

Aware of request to act as proxyAware of request to act as proxy
Entrusted to speak for the patientEntrusted to speak for the patient
Involved in the discussionsInvolved in the discussions
Must be willing and able to assume the Must be willing and able to assume the 
responsibility of the proxy roleresponsibility of the proxy role
Able to jealously advocateAble to jealously advocate
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EledieEledie Watson StoneWatson Stone
Home /Hospice Nurse SpecialistHome /Hospice Nurse Specialist

Fremont, CaliforniaFremont, California

Believes her family Believes her family 
knows what she knows what she 
wants.wants.
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KayeKaye
Outreach Coordinator/ EOL Care ResearcherOutreach Coordinator/ EOL Care Researcher

University of Alabama University of Alabama 
Center for Palliative Care, AlabamaCenter for Palliative Care, Alabama

If you want to talk If you want to talk 
advance directives advance directives 
do it with the whole do it with the whole 
family. family. 
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Edwina TaylorEdwina Taylor
Nurse Practitioner  Nurse Practitioner  

Balm in Gilead Cooper Green Hospital, AlabamaBalm in Gilead Cooper Green Hospital, Alabama

Define key medical Define key medical 
terms in language the terms in language the 
patient, proxy and/or patient, proxy and/or 
family understands;family understands;
Terminology counts Terminology counts --
e.g., allow natural e.g., allow natural 
death is better death is better 
language than DNR.language than DNR.
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Step 4: Document Patient Step 4: Document Patient 
PreferencesPreferences……

Review advance directiveReview advance directive

Advise health care proxy and familyAdvise health care proxy and family
Sign the documentationSign the documentation
Enter into the medical recordEnter into the medical record
Recommend statutory documentsRecommend statutory documents
Ensure portability (state to state as well as Ensure portability (state to state as well as 
in and outin and out--ofof-- hospital orders)hospital orders)
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Gloria RamseyGloria Ramsey
NurseNurse--AttorneyAttorney

Uniformed Services University of the Health Sciences, MarylandUniformed Services University of the Health Sciences, Maryland
Formerly, NYU Division of Nursing, New YorkFormerly, NYU Division of Nursing, New York

African Americans African Americans 
are less likely to are less likely to 
complete advance complete advance 
directivesdirectives…… lots of lots of 
speculation speculation ----
including suspicion including suspicion 
of  of  ““writing things writing things 
downdown……..””
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Determination ofDetermination of
DecisionDecision--Making Capacity...Making Capacity...

Clinical DeterminationClinical Determination
Mental Status TestMental Status Test
Functional CapabilityFunctional Capability
–– Patient understands own right to make a choicePatient understands own right to make a choice
–– Patient understands the medical situationPatient understands the medical situation
–– Patient can communicatePatient can communicate
–– PatientPatient’’s decision is consistent and stable over times decision is consistent and stable over time

DecisionDecision--Specific CapacitySpecific Capacity
Reassess after each decisionReassess after each decision
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When a Patient Lacks Capacity When a Patient Lacks Capacity ……

Proxy decisionProxy decision--makermaker

Sources of informationSources of information
–– written advance directiveswritten advance directives

–– patientpatient’’s verbal statementss verbal statements

–– patientpatient’’s general values and beliefss general values and beliefs

–– how patient lived his / her lifehow patient lived his / her life

–– best interest determinationsbest interest determinations
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Step 5: Review, UpdateStep 5: Review, Update

Follow up periodicallyFollow up periodically
Note major life eventsNote major life events
Discuss, document changesDiscuss, document changes
Discuss status of the health care Discuss status of the health care 
proxy/agent/attorneyproxy/agent/attorney--inin--fact/surrogatefact/surrogate
Withholding vs. Withdrawing TreatmentWithholding vs. Withdrawing Treatment
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Life Sustaining Treatments:Life Sustaining Treatments:
Withholding vs. WithdrawingWithholding vs. Withdrawing

StarvationStarvation…… the term carries emotional the term carries emotional 
overtones, implying the physically overtones, implying the physically 
uncomfortable process and the spectrum of uncomfortable process and the spectrum of 
physical  changes that healthy and hungry physical  changes that healthy and hungry 
persons undergo if they are involuntarily persons undergo if they are involuntarily 
deprived of fooddeprived of food

No evidence that terminal dehydration is a No evidence that terminal dehydration is a 
painful processpainful process
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S.J. WilliamsS.J. Williams
Family Care Giver/Quality of Life ConsultantFamily Care Giver/Quality of Life Consultant

Los Angeles, CaliforniaLos Angeles, California

“…“…ItIt’’s bad for the s bad for the 
living to let people living to let people 
starve to death.starve to death.””
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Step 6: Apply DirectivesStep 6: Apply Directives……

Determine applicabilityDetermine applicability
Read and interpret the advance directiveRead and interpret the advance directive
Consult with the health care proxy Consult with the health care proxy 
(health care agent, attorney(health care agent, attorney--inin--fact, fact, 
surrogate) and spiritual advisorsurrogate) and spiritual advisor
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YusefYusef ShaheenShaheen
Iman, Masgid MosqueIman, Masgid Mosque

Washington, DCWashington, DC

People are more People are more 
conscientious about conscientious about 
religious practice near the religious practice near the 
end of life and end of life and 
accommodations need to accommodations need to 
be made for this. be made for this. 
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Gloria RamseyGloria Ramsey
NurseNurse--AttorneyAttorney

Uniformed Services University of the Health Sciences, MarylandUniformed Services University of the Health Sciences, Maryland
Formerly, NYU Division of Nursing, New YorkFormerly, NYU Division of Nursing, New York

Many African Many African 
Americans choose Americans choose 
their minister as their minister as 
proxy proxy ---- ministers ministers 
need help to need help to 
shoulder the burden  shoulder the burden  
and fight  the health and fight  the health 
care system.care system.
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……Step 6: Apply DirectivesStep 6: Apply Directives

Consult with Ethics Committee for Consult with Ethics Committee for 
disagreements.  Committee members disagreements.  Committee members 
should be sensitive to the values of the should be sensitive to the values of the 
patient and familypatient and family

Carry out the treatment planCarry out the treatment plan
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Common Barriers to Common Barriers to 
Advance Care PlanningAdvance Care Planning

Lack of trust Lack of trust 
Fear Fear 
Hopelessness Hopelessness 
Inadequate knowledge Inadequate knowledge 
Inability to identify with providers Inability to identify with providers 
Lack of medical insuranceLack of medical insurance
Secrecy of medical conditionSecrecy of medical condition
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Common Barriers to Common Barriers to 
Advance Care PlanningAdvance Care Planning

Lack of informationLack of information
Failure to planFailure to plan
Healthcare Proxy absent for discussionsHealthcare Proxy absent for discussions
Unclear patient preferencesUnclear patient preferences
Focus too narrowFocus too narrow
Communicative patients are ignoredCommunicative patients are ignored
Making assumptionsMaking assumptions
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Patient Centered   Patient Centered   
DecisionDecision--MakingMaking

Key TakeKey Take--Home Points. . .Home Points. . .

Advance care planning and or patient Advance care planning and or patient 
centered decision making is a process and centered decision making is a process and 
not a not a ““one shot deal.one shot deal.”” Thus, multiple Thus, multiple 
conversations may occur before decisions conversations may occur before decisions 
are made, if at all.are made, if at all.
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Key TakeKey Take--Home Points. . .Home Points. . .
Every person has a personal sense of how      Every person has a personal sense of how      
he or she would like to live and die that will be he or she would like to live and die that will be 
based on personal, cultural, spiritual and based on personal, cultural, spiritual and 
religious values, belief, and preferences.religious values, belief, and preferences.

Most patients welcome the opportunity to Most patients welcome the opportunity to 
discuss their preferences with their physician discuss their preferences with their physician 
or health care provider.or health care provider.

–– Every person has the right to participate in the Every person has the right to participate in the 
planning of his or her own healthcare.planning of his or her own healthcare.
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Dianne DeeseDianne Deese
Hospice AdministratorHospice Administrator
Vitas Hospice, IllinoisVitas Hospice, Illinois

We need to teach We need to teach 
patients that Advance patients that Advance 
Directives can be Directives can be 
empowering.empowering.
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ConclusionConclusion

African Americans do complete advance directives African Americans do complete advance directives 
if provided the information by trusted sources and if provided the information by trusted sources and 
given sufficient time to process, understand and given sufficient time to process, understand and 
feel comfortable with the information. feel comfortable with the information. 

Copyright Copyright ©© 2006 by USU Center for Health Disparities Research and Educatio2006 by USU Center for Health Disparities Research and Educationn



Implications forImplications for
Health Care ProfessionalsHealth Care Professionals

Engage patients, family members or surrogates in Engage patients, family members or surrogates in 

authentic dialogue to enable them to emerge from their authentic dialogue to enable them to emerge from their 

cultural silence to define their own reality and make cultural silence to define their own reality and make 

choices.choices.

Advance directives is a process and not an event.  Advance directives is a process and not an event.  

Continue to follow through and follow up with patients and Continue to follow through and follow up with patients and 

families because African Americans complete directives.families because African Americans complete directives.
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Dr. Martin Luther King, Jr. Dr. Martin Luther King, Jr. -- 19661966

““Of all the forms  of Of all the forms  of 
inequality, injustice in inequality, injustice in 

health is the most health is the most 
shocking and shocking and 
inhumane.inhumane.””
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Contact InformationContact Information
Gloria Ramsey, JD, RNGloria Ramsey, JD, RN

Director, Community Outreach and Director, Community Outreach and 
Information DisseminationInformation Dissemination

Uniformed Services UniversityUniformed Services University
Center for Health Disparities Center for Health Disparities 

Research and EducationResearch and Education
8484 Georgia Avenue, Suite 9508484 Georgia Avenue, Suite 950

Silver Spring, MD  20910Silver Spring, MD  20910

Tel:     (301) 589Tel:     (301) 589--1175 x161175 x16
Fax:    (301) 589Fax:    (301) 589--55695569

Email: Email: gramseygramsey@@usuhsusuhs.mil.mil
www.www.usuhsusuhs.mil.mil

Copyright © 2004 by New York University
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INTENTIONALLYINTENTIONALLY

LEFTLEFT

BLANKBLANK
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The African American Church andThe African American Church and
Community Perspectives on EndCommunity Perspectives on End--ofof--Life Care:Life Care:

An Educational Initiative for Urban Ministers, Lay Faith LeadersAn Educational Initiative for Urban Ministers, Lay Faith Leaders and and 
Health Professionals Caring for African AmericansHealth Professionals Caring for African Americans

Gloria C. Ramsey, RN, JDGloria C. Ramsey, RN, JD
Godfrey Gregg, MSW, PhD (c)Godfrey Gregg, MSW, PhD (c)

Marie Taylor, RN, MAMarie Taylor, RN, MA
New York UniversityNew York University
College of NursingCollege of Nursing

Funded by the Fan Fox and Leslie R. Samuels Foundation, Inc.Funded by the Fan Fox and Leslie R. Samuels Foundation, Inc.
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Religious Institutions and African Religious Institutions and African 
AmericansAmericans……

The church is an important institution for The church is an important institution for 
AfricanAfrican--Americans of all ages, but especially Americans of all ages, but especially 
the elderlythe elderly

Historically, black churches provided a wide Historically, black churches provided a wide 
range of resources and opportunities that range of resources and opportunities that 
were inaccessible to Africanwere inaccessible to African--Americans from Americans from 
mainstream institutionsmainstream institutions
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Goals of the Project...Goals of the Project...

Draw on African AmericansDraw on African Americans’’

confidence in their religious confidence in their religious 

institutions in order enhance their institutions in order enhance their 

awareness about advance awareness about advance 

directives, advance care planning directives, advance care planning 

and organ and tissue donation.and organ and tissue donation.

Construct an educational program Construct an educational program 
that is culturally, linguistically, and that is culturally, linguistically, and 
spiritually sensitive about advance spiritually sensitive about advance 
directives, advance care planning directives, advance care planning 
and organ and tissue donation.and organ and tissue donation.
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...Goals of the Project......Goals of the Project...

Increase the rate of Increase the rate of 

advance directive advance directive 

completion among completion among 

older African older African 

Americans.Americans.

Copyright Copyright ©© 2006 by USU Center for Health Disparities Research and Educatio2006 by USU Center for Health Disparities Research and Educationn



Location: Why Harlem?Location: Why Harlem?
The total population of West The total population of West 
Harlem is 111,724Harlem is 111,724

African Americans number African Americans number 
34,924 and make up 31% of the 34,924 and make up 31% of the 
populationpopulation

They are the second largest They are the second largest 
ethnic group in the districtethnic group in the district

11,072 people, or 9.9% of these 11,072 people, or 9.9% of these 
are 65 years of age and over.are 65 years of age and over.
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Why Convent AvenueWhy Convent Avenue
Baptist Church?Baptist Church?

Large urban populationLarge urban population
–– over 2000 people over 2000 people 

attendattend
–– holds 3 services every holds 3 services every 

Sunday Sunday 
–– smaller churches may smaller churches may 

not give a large enough not give a large enough 
pool of potential pool of potential 
participantsparticipants

–– large concentration of large concentration of 
African AmericansAfrican Americans
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Why Convent AvenueWhy Convent Avenue
Baptist Church?Baptist Church?

Already existing methods of training within Already existing methods of training within 
the churchthe church
–– Spiritual Big Brothers and Big Sisters MinistrySpiritual Big Brothers and Big Sisters Ministry
–– Sunday School classes which range from Kindergarten to AdultsSunday School classes which range from Kindergarten to Adults
–– ChildrenChildren’’s Ministrys Ministry
–– Mentoring MinistryMentoring Ministry
–– Young Adult MinistryYoung Adult Ministry
–– Sister 2 SisterSister 2 Sister
–– Parents MinistryParents Ministry
–– Parish Nurse Ministry or Health MinistryParish Nurse Ministry or Health Ministry
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MethodsMethods

The project has Three Phases:The project has Three Phases:

Phase I: Congregation Survey & Focus Groups Phase I: Congregation Survey & Focus Groups 

Phase II: Educational TrainingPhase II: Educational Training

Phase III: DisseminationPhase III: Dissemination
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Opening Doors, Building Bridges Opening Doors, Building Bridges 
and and ““Getting InGetting In”…”…

Preparation for ProjectPreparation for Project

Personal Values (Self Assessment, Passion, Commitment)Personal Values (Self Assessment, Passion, Commitment)

Demonstrate that you CareDemonstrate that you Care

Identify a Respected Member of the Community Identify a Respected Member of the Community 

Meet with Meet with ““Community LeaderCommunity Leader”” (RFP, Recruitment Process, Incentives for Participation)(RFP, Recruitment Process, Incentives for Participation)

Attend events regularly (be seen and learn practices of group)Attend events regularly (be seen and learn practices of group)

Inquire who might also be included and informed about projectInquire who might also be included and informed about project
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Opening Doors, Building Bridges Opening Doors, Building Bridges 
……and and ““Getting InGetting In”…”…

Conducting ProjectConducting Project

Meet with Meet with ““Community LeaderCommunity Leader”” (RFP, Recruitment Process, Incentives (RFP, Recruitment Process, Incentives 

for Participation)for Participation)

Identify team members with similar backgrounds, where possibleIdentify team members with similar backgrounds, where possible

Attend events regularly (be seen and learn practices of group)Attend events regularly (be seen and learn practices of group)

Develop Trust (Develop Trust (‘‘Trusted InterpretersTrusted Interpreters’’ of Data)of Data)
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Opening Doors, Building Bridges Opening Doors, Building Bridges 
……and and ““Getting InGetting In”…”…

Conducting ProjectConducting Project

Project Timelines and Community Timelines May DifferProject Timelines and Community Timelines May Differ

Be prepared to participate in activities that are important to tBe prepared to participate in activities that are important to the group  he group  
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MethodsMethods

The project has Three Phases:The project has Three Phases:

Phase I: Congregation Survey & Focus Groups Phase I: Congregation Survey & Focus Groups 

Phase II: Educational TrainingPhase II: Educational Training

Phase III: DisseminationPhase III: Dissemination
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Food will be served

The African American Church and
Community Perspectives for End of Life Care:

An Educational Initiative for Urban Ministers, Lay Faith 
Leaders and Health Care Professionals 

Caring for African Americans
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Help your Doctor Decide

Help your Doctor Decide DonDon
’’t a

 Fam
ily

 Con
flic

t

t a
 Fam

ily
 Con

flic
t

Who We Are

Researchers from New York University Division of 

Nursing, in collaboration with the Health Ministry of 

Convent Avenue Baptist Church, are doing a study about 

ways to assure that people are able to make their own health 

care decisions.  The project seeks to provide a better 

understanding of the health care decision making process for 

African Americans.

What Can You Do to 
Help?

We need your help in the following three (3) ways:

1. Congregation Survey – Please fill out the survey in 
your bulletin and put it in the drop box in the walkway 
after service, or leave it in the “drop box” in the 
Education Building during the week.

2. Focus Groups – Please participate in our focus groups 
(a small group discussion where people share their 
opinions and insights on certain issues).  To do so 
please either call; complete and return the attached 
form to the “drop box in the walkway; or sign up in the 
walkway after service or during the week in the 
Education Building.  The focus groups will last 1½ to 2 
hours.  A light dinner will be served.

3. Educational Training Program – Learn how you can 
start caring conversations with your loved ones. Please 
join us in educational training sessions where you learn 
about Health Care Proxies, Living Wills, Durable 
Power of Attorney for Health Care, and additional 
information about end of life care matters. A light 
dinner will be served

WHO MAKES DECISIONS FOR YOU IF YOU’RE 
HOSPITALIZED, BECOME SICK OR FAINT? 

DID YOU KNOW THAT IF YOU BECAME ILL YOUR 
FAMILY MIGHT NOT BE ABLE TO MAKE 

DECISIONS FOR YOU?

Please join us in the upcoming weeks as we sit 
and talk about these important questions.

Marie Taylor, RN, MA Gloria Ramsey, RN, JD
Convent Avenue Baptist Church New York University
Parish Nurse Project Director
(212) 234-6767 (212) 998-5356

Survey Focus 
Groups
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……Phase I:Phase I:
Congregational SurveyCongregational Survey

The African American Church and
Community Perspectives for End of Life Care: 

An Educational Initiative for Urban Ministers, Lay Faith Leaders and 
Health Professionals Caring for African Americans 

 
Congregation Survey

 
1. Are you? 
 __ Male 
 __ Female 
 

2. Do you live alone? 
 __ Yes 
 __ No 
 

3. What year were you born? 
___________ 

 
4. How often do you attend 
religious services? 
 __ Never 
 __ Rarely 
 __ Occasionally 
 __ Regularly 
 
5. What kind of work do you 
do? 
 __ Professional 
 __ Technical 
 __ Service 
 __ Sales 
 __ Clerical 
 __ Other:________ 
 

 
6. What is your main 
ethnic/racial group? 
 __ Black/African 
             American 
 __ Latino of  ________ 
      descent 
 __ Black of _________ 
       descent 
 __ Other (specify) 
      _________ 
 

7. What kind of health 
insurance do you have? 
Check ALL that apply 
 __ none 
 __ through current 
      employer 
 __ self pay 
 __ Medicare 
 __ Medicaid 
 __ HMO/PPO 
 __ other federal/ 
      military subsidy 
 

8. Have you ever heard the 
words “advance directive”? 
 __ Yes 

 
9. Have you talked to your 
loved ones about how you 
want to be cared for at the 
end of life? 
 __ Yes 
 __ No 
 

10. Do you have a signed 
Living Will, [a document where 
you write down what your wishes 
are for treatment should you be 
unable to make them yourself]; or 
Durable Power of Attorney 
for Health Care (Health Care 
Proxy), [a document in which 
you appoint someone to make 
treatment decisions for you should 
you be unable to make them 
yourself.  Treatment may include 
starting your heart if it stops 
beating, using a breathing machine, 
and tube feeding]? 
 __ Yes, Living Will 
 __ Yes, Health Care 
    Proxy 
 __ Yes, Both 
 __ No 
 __ Don’t know 
 

11. Have you signed an 
Organ Donation Card? 
 __ Yes 
 __ No 
 

 
12. Would you complete a 
Health Care Proxy if consent 
for organ donation were 
included? 
 __ Yes 
 __ No 
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Phase I: Focus GroupsPhase I: Focus Groups……

 

 

Marie Taylor, RN, MA 
Convent Avenue Baptist Church 
Parish Nurse 
(212) 234-6767 
 

Make it Better! 
Researchers from NYU Division of Nursing, in collaboration 
with the Health Ministry, are doing a study about ways to 
assure that people are able to make their own health care 
decisions.  The project seeks to provide a better understanding 
of the health care decision making process for African 
Americans.  We need your help in the following two ways: 
 

1) Congregational Survey – Please fill out the survey attached 
and put it in the “drop box” in the walkway after service, or 
leave it in the “drop box” in the Education Building during the 
week; 

 
2) Focus Groups – Please participate in our focus groups (a 
small group discussion where people share their opinions and 
insights on certain issues).  To do so please either call; 
complete and return the attached form to the “drop box” in the 
walkway; The focus groups will last 1 ½ to 2 hours.  A light 
dinner will be served. 
 
If you have further questions, please feel free to contact us. 

 
 Gloria Ramsey, RN, JD 
 New Your University 
 Project Director 
 (212) 998-5356
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The African American Church and 
Community Perspectives for End of Life Care: 

An Educational Initiative for Urban Ministers, Lay Faith Leaders and 
Health Professionals Caring for African Americans 

Please detach and return to the “drop box” labeled FOCUS 
GROUPS located in the walkway. 

 
 
 
Name     
 
 
Address:  
 
  
 
 
City: _________________State:_________ 
 
 
Zip:  ______________ 
 
 
Best times to reach you:     
 

 Morning     Afternoon      Evening 
  
 
Phone Number(s) (           ) _______-__________ 
 
  (           ) _______-__________ 
 
   

 YES, I want to participate 
 

Church Bulletin
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……Phase I: Focus GroupsPhase I: Focus Groups……

ParticipantsParticipants
–– WomenWomen’’s Fellowships Fellowship
–– MenMen’’s Fellowships Fellowship
–– Health and Wholeness MinistryHealth and Wholeness Ministry
–– DeaconsDeacons
–– Sick and ShutSick and Shut--InIn
–– MinistersMinisters
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……Phase I: Focus GroupsPhase I: Focus Groups……

LogisticsLogistics
–– Telephone interested participantsTelephone interested participants
–– Confirm attendance (1Confirm attendance (1--3 days prior)3 days prior)

Day of meetingDay of meeting
–– Food (culturally appropriate)Food (culturally appropriate)
–– Donation to churchDonation to church
–– Provide consent forms, executive summary and surveyProvide consent forms, executive summary and survey
–– Open meeting with prayerOpen meeting with prayer
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…… Phase I:Phase I:
Focus Group SurveyFocus Group Survey……

Questions (same as Congregation Survey )Questions (same as Congregation Survey )

If you were terminally ill, where would you If you were terminally ill, where would you 
like to die?like to die?
List persons whose death had a significant List persons whose death had a significant 
impact on you.impact on you.
How familiar are you with hospice service?How familiar are you with hospice service?
How familiar are you with palliative care?How familiar are you with palliative care?
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……Focus GroupsFocus Groups……

2 hours in duration2 hours in duration
Tape RecordedTape Recorded
Weekdays (6:00 p.m.Weekdays (6:00 p.m.--8:00 p.m.)or 8:00 p.m.)or 
Saturday (10:00 a.m.Saturday (10:00 a.m.--12:00 p.m.)12:00 p.m.)
Held at the churchHeld at the church
During February and March 2003During February and March 2003
Severe WinterSevere Winter
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……Common ThemesCommon Themes……
Lack of TrustLack of Trust
Lack of EducationLack of Education
Daughters were identified as significant Daughters were identified as significant 
decision makers and care givers decision makers and care givers 
Church is the right place to teach health Church is the right place to teach health 
educationeducation
The phenomena of food is important in the The phenomena of food is important in the 
engagement  processengagement  process
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Thank You CelebrationThank You Celebration

Reported back to the church our findingsReported back to the church our findings
Member checkMember check
Presented and acknowledge the parish Presented and acknowledge the parish 
nurse and the deacon supervisor of the nurse and the deacon supervisor of the 
Health and Wholeness MinistryHealth and Wholeness Ministry
Provide Certificates of Appreciation to all Provide Certificates of Appreciation to all 
who participated in the focus groupswho participated in the focus groups
Publish findings in the church newspaperPublish findings in the church newspaper
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Phase II: Educational TrainingPhase II: Educational Training

–– Advisory Board MeetingAdvisory Board Meeting

–– Five hour Training Five hour Training 
–– Held at the ChurchHeld at the Church
–– Saturday was the preferred daySaturday was the preferred day
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...Phase II......Phase II...

1.1. Taking Charge of Your Health Taking Charge of Your Health 

CareCare

2.2. What Happens When You Die?What Happens When You Die?

3.3. SpiritualitySpirituality

4.4. Grief and BereavementGrief and Bereavement

5.5. End of Life Care DecisionEnd of Life Care Decision--

MakingMaking

6.6. Organ and Tissue DonationOrgan and Tissue Donation

The Training Sessions, derived from the focus groups, The Training Sessions, derived from the focus groups, 
addressed:addressed:
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Taking Charge of Your Health CareTaking Charge of Your Health Care

At the end of this session, you will be able to:At the end of this session, you will be able to:

Understand how to have Understand how to have ““caring conversationscaring conversations””
with loved ones.with loved ones.
Identify the leading causes of death among African Identify the leading causes of death among African 
Americans.Americans.
Define Advance Directives.Define Advance Directives.
Discuss Life Sustaining Treatments.Discuss Life Sustaining Treatments.
Discuss the importance of Advance Care Discuss the importance of Advance Care 
Planning.Planning.
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What Happens When You Die?What Happens When You Die?

At the end of this session, you will be able to:At the end of this session, you will be able to:

Define death.Define death.
Describe the process of dying.Describe the process of dying.
Describe the signs and symptoms as death Describe the signs and symptoms as death 
approaches.approaches.
Identify physical, psychological, social and spiritual Identify physical, psychological, social and spiritual 
care needs for an imminently dying patient and care needs for an imminently dying patient and 
his/her family.his/her family.
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Spirituality Spirituality 

At the end of this session, you will be able to:At the end of this session, you will be able to:

Discuss the spiritual beliefs of African Americans.Discuss the spiritual beliefs of African Americans.

Describe your faith, spirituality and prayer during Describe your faith, spirituality and prayer during 
times of illness.times of illness.

Identify your spiritual beliefs concerning the end of Identify your spiritual beliefs concerning the end of 
life.life.
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Grief and BereavementGrief and Bereavement
At the end of this session, you will be able to:At the end of this session, you will be able to:

Understand grief, loss, mourning and Understand grief, loss, mourning and 
bereavement during traumatic, natural and bereavement during traumatic, natural and 
sudden death.sudden death.
Describe the mourning process.Describe the mourning process.
Identify the impact suffering has on the Identify the impact suffering has on the 
individual, family and caregiver at the end of individual, family and caregiver at the end of 
life.life.
Identify ways to help yourself and to help Identify ways to help yourself and to help 
others during the time of grief and loss.others during the time of grief and loss.
Identify local resources to support coping with Identify local resources to support coping with 
grief and bereavementgrief and bereavement

Copyright Copyright ©© 2006 by USU Center for Health Disparities Research and Educatio2006 by USU Center for Health Disparities Research and Educationn



Organ and Tissue DonationOrgan and Tissue Donation

At the end of this session, you will be able to:At the end of this session, you will be able to:

Discuss Discuss ““fact and mythsfact and myths”” about organ about organ 
donationdonation
State five (5) reasons that African Americans State five (5) reasons that African Americans 
are reluctant to donate.are reluctant to donate.
List three (3) Bible scriptures supporting List three (3) Bible scriptures supporting 
organ and tissue donation.organ and tissue donation.
Discuss the benefits of organ and tissue Discuss the benefits of organ and tissue 

donation.donation.
Articulate who and what is the New York Articulate who and what is the New York 
Organ Donor Network.Organ Donor Network.
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EndEnd--ofof--Life Decision MakingLife Decision Making

At the end of this session, you will be able to:At the end of this session, you will be able to:

Define Advance Directives.Define Advance Directives.

Define Do Not Resuscitate Orders (DNR).Define Do Not Resuscitate Orders (DNR).

Define Hospice and Palliative Care.Define Hospice and Palliative Care.

Complete a Living Will and Health Care Proxy.Complete a Living Will and Health Care Proxy.
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EndEnd--ofof--Life Decision MakingLife Decision Making

At the end of this session, you will be able to:At the end of this session, you will be able to:

Identify characteristics of an effective proxy.Identify characteristics of an effective proxy.
Discuss caregiverDiscuss caregiver’’s stress and ways to s stress and ways to 
cope.cope.
Identify local resources to support quality Identify local resources to support quality 
endend--ofof--life care.life care.
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The Person I Want to Make Care Decisions for Me When I Can’t 

The Kind of Medical Treatment I Want or Don’t Want

How Comfortable I want to Be

How I Want People to Treat Me

What I Want My Loved Ones to Know

Website:Website: www.www.agingwithdignity.agingwithdignity.orgorg
CopyrightCopyright ©© 2006 by USU Center for Health Disparities Research and Educatio2006 by USU Center for Health Disparities Research and Educationn



Copyright Copyright ©© 2006 by USU Center for Health Disparities Research and Educatio2006 by USU Center for Health Disparities Research and Educationn



Copyright Copyright ©© 2006 by USU Center for Health Disparities Research and Educatio2006 by USU Center for Health Disparities Research and Educationn



Copyright Copyright ©© 2006 by USU Center for Health Disparities Research and Educatio2006 by USU Center for Health Disparities Research and Educationn



Copyright Copyright ©© 2006 by USU Center for Health Disparities Research and Educatio2006 by USU Center for Health Disparities Research and Educationn



Copyright Copyright ©© 2006 by USU Center for Health Disparities Research and Educatio2006 by USU Center for Health Disparities Research and Educationn



Phase II ResultsPhase II Results
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Number of persons trained
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Attendance of Training Sessions and Advance Directive (AD) Completion

Completed AD at session
Did not complete AD at se

Total trained: 100
Total clinic attendees: 23
Total number ADs completed at training/clinics: 74
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Responses to Follow-up Question:
Do you know how many people you told completed an 

advance directive?

21+
[n=1]
7% 11-20

[n=2]
14%

 6-10
[n=0]
0%

1-5 pp
[n=11]
79%
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Opening Doors, Building Bridges Opening Doors, Building Bridges 
……and and ““Getting InGetting In””

After ProjectAfter Project

Report back to the groupReport back to the group

Strengthen Trust (Strengthen Trust (‘‘Trusted InterpretersTrusted Interpreters’’ of Data)of Data)

Invite someone who benefited from the project to be an advocateInvite someone who benefited from the project to be an advocate
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ConclusionConclusion

African Americans do complete advance directives African Americans do complete advance directives 
if provided the information by trusted sources and if provided the information by trusted sources and 
given sufficient time to process, understand and given sufficient time to process, understand and 
feel comfortable with the information. feel comfortable with the information. 
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Implications forImplications for
Health Care ProfessionalsHealth Care Professionals

Engage patients, family members or surrogates in Engage patients, family members or surrogates in 

authentic dialogue to enable them to emerge from their authentic dialogue to enable them to emerge from their 

cultural silence to define their own reality and make cultural silence to define their own reality and make 

choices.choices.

Advance directives is a process and not an event.  Advance directives is a process and not an event.  

Continue to follow through and follow up with patients and Continue to follow through and follow up with patients and 

families because African Americans complete directives.families because African Americans complete directives.
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Dr. Martin Luther King, Jr. Dr. Martin Luther King, Jr. -- 19661966

““Of all the forms  of Of all the forms  of 
inequality, injustice in inequality, injustice in 

health is the most health is the most 
shocking and shocking and 
inhumane.inhumane.””
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Contact InformationContact Information
Gloria Ramsey, JD, RNGloria Ramsey, JD, RN

Director, Community Outreach and Director, Community Outreach and 
Information DisseminationInformation Dissemination

Uniformed Services UniversityUniformed Services University
Center for Health Disparities Center for Health Disparities 

Research and EducationResearch and Education
8484 Georgia Avenue, Suite 9508484 Georgia Avenue, Suite 950

Silver Spring, MD  20910Silver Spring, MD  20910

Tel:     (301) 589Tel:     (301) 589--1175 x161175 x16
Fax:    (301) 589Fax:    (301) 589--55695569

Email: Email: gramseygramsey@@usuhsusuhs.mil.mil
www.www.usuhsusuhs.mil.mil
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